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ABSTRACT 



This address begins with a study of self-help by a 
Mozambican in the 1590s and then imagines a period between the years 2050 to 
2150, during which women caring for people with disabilities abolish the need 
for specialist educational, medical and social services, by multiplying and 
democratizing the necessary knowledge, skills and design to make them 
universally available. The paper urges that the cultural and conceptual bases 
of professional training, originating in Europe, be replaced by local culture 
and concepts rooted in regional experiences and disability histories. Various 
models of service provision and evidence of their effectiveness are outlined, 
including family self-help, traditional healers and teachers, modern centers, 
and activities described as "Community Based Rehabilitation." It is argued 
that the worldwide occurrence of causal integration of children with 
disabilities in ordinary schools has been ignored in policy formulation, 
suggesting that research evidence does not necessarily affect national policy 
if it contradicts popular beliefs. The address ends with an appeal for 
African cultural contributions to research. Appended resource materials 
include a bibliography of 932 materials from Angola, Botswana, D.R. Congo, 
Malawi, Mozambique, Namibia, Tanzania, Zambia, and Zimbabwe, concerning 
social, educational, developmental, and medical responses to disabilities. 
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Keynote Address and Resource Material, presented at the Workshop on Research-Informed 
Disability and Rehabilitation Planning for Southern Africa, 
held at Harare, Zimbabwe, 29 June - 2 July, 1998. 

MODELS OF REHABILITATION AND EVIDENCE OF THEIR EFFECTIVENESS: 
Production & Movements of Disability Knowledge, Skill & Design 
Within the Cultures and Concepts of Southern Africa 

M. Miles 



Respectfully dedicated to the memory of C.F. VREEDE (d. 13 June 1998). 
For half a century Frans Vreede worked to increase cross-cultural knowledge 
and understanding in the field of rehabilitation medicine and education, which 
he practised and taught in Indonesia before returning to the Netherlands. 




ABSTRACT 

The address opens with a study of self-help by a disabled Mozambican in the 1590s. It then 
takes an imaginative leap from the years 2050 to 2150 during which women caring for 
disabled persons abolish the need for specialist educational, medical and social services, by 
multiplying and democratising the necessary knowledge, skills and design to make them 
universally available. The present-time need is emphasised for individual disabled persons’ 
and their families’ local knowledge, i.e. how their lives are lived with disabilities, to be 
aggregated and developed into public knowledge to make national policies more relevant. The 
cultural and conceptual bases of professional training, originating in Europe, must be 
replaced by local cultures and concepts rooted in regional experiences and disability histories. 
Various models of service provision and issues concerning evidence for their effectiveness are 
outlined, including family self-help, traditional healers and ordinary teachers, modern 
centres, and activities titled as Community Based Rehabilitation. The fact that the worldwide 
occurrence of ‘casual integration’ of disabled children in ordinary schools has been ignored in 
policy formulation suggests that research evidence does not necessarily affect national policy 
if it contradicts popular beliefs. The address ends with an appeal for ‘culturally African’ 
contributions to research. Appended resource materials include a bibliography with 
introduction and indexes, of 932 published and unpublished items from Angola, Botswana, 
D.R. Congo (ex Zaire), Malawi, Mozambique, Namibia, Tanzania, Zambia and Zimbabwe, 
concerning social, educational, developmental and medical responses to disabilities. 



PERMISSION TO REPRODUCE AND 
DISSEMINATE THIS MATERIAL HAS 
BEEN GRANTED BY 

M' Mu ES 



US DEPARTMENT OF EDUCATION 
Office of Educational Research and Improvement 
DUCATIONAL RESOURCES INFORMATION 
/ CENTER (ERIC) 

/This document has been reproduced as 
received from the person or organization 
originating it. 

Minor changes have been made to 



TO THE EDUCATIONAL RESOURCES 
INFORMATION CENTER (ERIC) 



• Points of view or opinions stated in this 
document do not necessarily represent 
official OERI position or policy. 



Keynote Address and Resource Material, presented at the Workshop on Research-Informed 
Disability and Rehabilitation Planning for Southern Africa, Harare, . 29 June - 2 July 1998. 



MODELS OF REHABILITATION AND EVIDENCE OF THEIR EFFECTIVENESS: 
Production & Movements of Disability Knowledge, Skill & Design 
Within the Cultures and Concepts of Southern Africa 



M. Miles 



PREFACE. After spending several years studying disability histories and the long-term effects 
of misapplied educational importing/exporting between countries with stronger and weaker socio- 
economic development, I can no longer write without giving some historical background. This 
paper also takes a leap forward; then it settles into the present, where the majority of disabled 
people live very largely by self-help and the help of their families and friends. It is their situation 
that dictates most of my consideration of information, models, evidence, and suggestions for 
action. The ultimate judges of the effectiveness of rehabilitation models and activities will be no 
high-powered scientific committee or academic board or conference of journal editors. It will be 
disabled people, family carers, rural teachers and nurses, village chiefs and grandmothers, mostly 
living under severe economic constraints, who will know whether or not the researchers and 
planners are doing anything that helps them to improve their own situation, understood in their 
own terms. (In this paper, the ‘disability’ terms are mostly used in an everyday sense, without 
reference to any particular model). 



1.0 ONCE, LONG AGO... 

1.1 Writing four hundred years ago from Sofala region, in what is now Mozambique, Friar Joao 
Dos Santos pictured an example (see Box below) of the most common model of rehabilitation. It 
is sometimes overlooked by educationists, physicians and therapists when they discuss this field. 
This model can be called ‘auto-habilitation’, ‘self-help’, ‘adaptation’, ‘natural integration’ or other 
terms. We begin here because this model is still today the one most commonly used throughout 
the lives of most Southern African people in rural areas or poorer townships. (If the model is 
common, the account is rare: European records seldom reported anything admirable concerned 
with African disability, learning or healing). 




- 2 - 



3 



Records of South-Eastern Africa collected in various libraries and archive departments in 
Europe , by GM Theal, historiographer to the Cape Government. 1901. (Reprint, Cape 
Town: Struik, 1964). Vol. VII. pp. 251-252 

(Extract from a translated account of coastal Mozambique in the 1590s, by Friar Joao dos 
Santos). 

"[Most of the natives] have decayed and broken teeth. They say that this comes from the 
land in which they live being very humid and marshy, and also from eating hot roasted 
yams, which is their usual food... Most of [them] suffer from hernia, and some are so 

maimed by this disease that they are unable to walk. . . . We saw a [native] who lived in a 
village called Inhaguea, who was a cripple, born without a left arm, but nature, that had 
denied him this most necessary member, endowed him with such dexterity that from a child 
he was accustomed to work with the right hand and the left foot in such a manner that with 
these two members, so dissimilar, he could do anything that other persons could do with 
two hands, as he made wooden bowls and platters and weaved straw mats, by which he 
earned a livelihood. From this may be seen that providential nature, as Aristotle says, 
never neglects the necessaries of human life. This will not astonish those who have heard 
of a cripple of our times who lived in the town of Monte Mor o novo, named Francisco 
Dias, who, being born without arms, accustomed himself from infancy to using his feet 
instead of hands which he was without, and ate, drank, played cards, and threaded needles 
with his feet, and wrote so well that he kept a school in which he taught a number of boys 
to read and write..." 

[ ] = translation slightly amended or abridged. 



1 .2 Note the skilful uses of evidence and argument in the story. Readers in Portugal in the late 
16th century were familiar with travellers’ stories e.g. about strange people whose heads grow 
below their shoulders, or ‘monsters’ with human bodies but the heads of dogs, in distant lands. So 
we might ask: did Dos Santos intend his account to belong to this sort of travellers’ tale? What 
sorts of evidence, argument and interpretation does he produce to support his story? 



a. Brief background remarks on health, disability and nutrition in the area. 

b. Personal observation of the present situation in a specific village called Inhaguea, with brief 
history of origins and development, i.e. the situation reported at birth, then "from a child...". 
This evidence was given to Dos Santos presumably either by the man himself, or his family or 
neighbours, or other local informants. 

c. Argument from ‘Nature’ - i.e. having given him only one arm, Nature compensated by giving 
him greater dexterity in another limb. (?) 

d. Ancient authority for the ‘compensation’ idea: Aristotle said it - it must be true! (?) 

e. Similar example from readers’ own frame of reference, i.e. a Portuguese man who used his 
feet instead of his hands, and became a schoolmaster. 

f. Specific examples of what the disabled person could do, suggesting that Dos Santos himself 
saw these activities. 

g. Generalisation, i.e. that the man could do with his hand and foot anything that other people 
could do with two hands. (?) 
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- Do you have the impression that the account is accurate? Or mostly accurate? 

- Which evidence or arguments (if any) raise doubts? 

- Knowing the Portuguese example, could Dos Santos have invented a similar story, for whatever 
reason? 

- Could the whole story have been made up in 1998? What evidence could be brought, for or 
against such a modern fabrication? Do people falsify historical evidence? Scientific evidence? 
Evidence about the benefits of this or that rehabilitation model? 

- If the story is mostly accurate, what is the most important part played by the disabled person's 
family and local community? Is it correct to call this person ‘disabled’? 



1.3 Further examples. Another disability text from Dos Santos concerns night blindness, 
describing symptoms and how they vary from daylight to night. It compares two ethnic groups, 
the native people and the immigrant Portuguese, and notes the reportedly positive outcome when 
the latter leave the apparent risk zone. Two further possible remedies are reported, without 
comment. 1 Further texts report a strongly negative public custom involving rulers and disabilities, 
and a remarkable case where this custom was repudiated. Dos Santos reported king Sedanda 
committing suicide because he had acquired a physical deformity. According to custom, another 
ruler should also have killed himself when he lost a front tooth. Instead he denounced the custom 
as a foolish one, and refused to follow it. Dos Santos also recorded some notes on albino children, 
and how they were treated. 2 This is not the time and place to pursue these historical texts - but 
they give a small signal that some depth of historical record exists in Southern Africa about 
disabilities and social responses. The notion that disability-related activities in Southern Africa 
have only recently begun is clearly mistaken. 3 However, evidence of professional or formal 
community -based rehabilitation models is lacking much before the 19th century. 



2.0 GREAT LEAP FORWARD 

2.1 Let us imagine for a few moments a situation perhaps one and a half centuries forward, in 
the mid-22nd century, in which formal professional or community-based rehabilitation models 
seem to have disappeared altogether. How might this come about? 



1 Records of South-Eastern Africa..., GM Theal. 1901. VII: 134 (Port.) 320 (Engl.). 

2 Theal, Records, VII: 12-13, 33 (Port.), 193-195, 214-15 (Engl.) Earlier Portuguese adventurers in Sofala, 
c.1505, met a severely disabled co mmuni ty leader, a sheikh who was "infirm, blind, and about seventy years 
of age". Ibid. (4 th edn 1927, reprint 1964) History of Africa South of the Zambesi , Vol. II (The Portuguese 
in South Africa from 1505 to 1795), Cape Town: Struik, 187-88. That was in a Muslim community - their 
tradition of respect for blind men dates back to the Prophet Muhammad. 

3 See many references in J Iliffe (1987) The African Poor. A history. Cambridge UP; also M Miles (1998) 
Disability in civil society and NGOs: historical responses and current developments in Anglophone Eastern 
and Southern Africa. In: F Hossain & S Myllyla (eds) NGOs Under Challenge. Dynamics and drawbacks in 
development. Helsinki: Ministry for Foreign Affairs of Finland. 
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2.2 By the mid-21st century, 800 million women around the world were spending much of their 
time caring at home for their disabled children or grandchildren, husbands and old folk, many of 
them living in poverty, and most of them paying, directly or indirectly, to be told what to do by 
physicians, teachers, therapists, nurses etc, and to buy various gadgets and technology. Then 
several million of these women found that they could communicate with one another on the 
FreeNet. This soon produced an unprecedented revolution. The women learnt that 70% of their 
children’s impairments could have been prevented at low cost using knowledge already available 
for the past hundred years; and that 80% of the problems experienced by their disabled relatives 
could have been much reduced or eliminated by low-cost redesigning of their home and local 
environments, using knowledge, materials and designs that had been known for at least seventy 
years. They learnt that 50% of their own effort in caring for disabled relatives was unnecessary, 
and actually prevented those people from doing daily living activities for themselves. 4 They also 
heard that their unpaid care work saved governments huge sums of money each year, which had 
gone to subsidise military expenditure and the comfortable lifestyle of their countries elites. 

2.3 Unlike earlier revolutionaries, these women carers had no interest in overthrowing the 
government and no grand ideology to impose on their societies. They had a more practical goal. 
Large groups of very angry women stormed the universities, training colleges and other 
knowledge and skill institutions, demanding to know where the knowledge was locked up, why it 
was not freely available for everyone needing it, why huge sums were being spent on advanced 
technology that might possibly be used to help a tiny number of people, while elementary 
redesigning was neglected that would certainly assist millions to live their daily lives with more 
dignity and ability. Around the globe, there was a confused period of several months during which 
a few professors and leaders of professional unions were unfortunately torn to pieces using 
traction apparatus, and hundreds of lecturers were forced to teach and demonstrate for 18 hours 
per day to huge audiences, at the start of the Knowledge To The Women movement. Then things 
calmed down a little, and serious plans began to be made. The main target was that the necessary 
knowledge and skills for prevention, redesign, self-help, learning and rehabilitation should be 
ffeely available in people’s heads and hands and apparatus on every street, in every village, with a 
big range of knowledge back-up and updating media. One of the women’s aims was to abolish the 
need for specially trained professionals and programs, by making the necessary knowledge, skills 
and design as common and as free as knowing how to fetch a bucket of water. 5 

2.4 This result they did finally achieve, but it took another century to do it. During the first 
phase of planning, hundreds of professors around the world were brought before Truth Tribunals 
for questioning, to find out why the necessary design, knowledge and skills were not freely 



4 Data (70%, 80%, 50%, 100 years, 70 years etc ) are not based on formal research. Any informed guess 
may be substituted. 

5 Apart from a few isolated outbreaks, the women did not waste resources by shooting everyone who had a 
university degree, or making professionals spend ten years cleaning public latrines to ‘improve their attitude . 
This had been tried in 20th century Asia, but did not result in skills being spread to the masses. 
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available to the women who were in the greatest need of them and who were ready to use them. 

During the process, some important discoveries were made. 

A. There had been some half-baked efforts during the 20th century to make relevant knowledge 
and skills widely available to the people, under the title of ‘CBR’. None of the professors 
could tell why these efforts had been so small and ineffective. Of course, there had been some 
opposition by rehabilitation professionals, who earned their living by getting knowledge and 
skills and using them with people who needed them; but there had always been a minority who 
tried to work themselves out of a job by teaching the public what they knew and practised. 

One theory was that the angry voices of Disabled People, amongst the many People’s 
Movements, had raised so many conflicting slogans and ideological critiques that those 
professionals who were interested in the empowerment of the masses had lost confidence and 
retreated. Their everyday work was hard enough, without constantly being denounced as Part 
Of The Problem whenever they tried to give away their skills in the community. The noise, 
confusion and mutual denunciations of the CBR field also made it unattractive to people whose 
training was in the orderly application of knowledge and skills to individual ‘cases’. 

B. On more detailed interrogation, the captive professors also admitted that at the end of the 20th 
century there had been, and several decades later there still were, huge gaps in the available 
rehabilitation knowledge, skills and design, when it came to applying them to the everyday 
lives of individuals with disabilities. The broad principles of prevention, redesign, self-help 
and rehabilitation were fairly well established; but remarkably little was known about the nitty- 
gritty details of how children, adults and aged people with various sorts of disabilities, or their 
carers or companions, lived their lives. It was not known what they were doing at 6 a.m., 7 
a.m., 8 a.m. and so on through the day and evening, where they were doing it, what they 
were wearing, eating or thinking about, who was present with them in the room, house, 
school, clinic, market, office, mosque, beer-house etc, who was helping, watching, talking or 
interfering with them, what things they could do easily, or with difficulty or not at all, which 
things they could afford easily, with difficulty or not at all, what were their priority wishes, 
and their distant hopes, and so on. Of course, the individuals with disabilities, and people 
closely involved with them, had their own private knowledge of answers to these questions, so 
far as concerned their own life; but there was very little formally accumulated, tested, 
accredited, public knowledge. In a small number of high-information countries, a few studies 
had been done. In most of the world even that weak level of knowledge was absent. Without 
such knowledge, the practice of ‘rehabilitation’ was rather like the sound of one hand clapping. 

C. Further probes revealed that a large proportion of professional rehabilitation knowledge, skill 
and design had developed into its modern shape in a small number of northern countries where 
a single major language-family was in use. Its two main focuses were the lives of young and 
middle-aged wheelchair users in a highly gadgetised urban environment, and the education of 
blind or deaf children in text-dominated societies. This stock of knowledge, skill and design 
had formed the basis of training in most other parts of the world, without taking into account 
the conceptual shifts needed to frame knowledge in the other major language families; without 
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any significant recognition of indigenous traditions and patterns of treatment or therapy; 
without sufficient awareness that the needs of babies, girls, boys, women, and elderly people 
might differ substantially from those of young and middle-aged men; and with serious 
imbalances in the resources available to disabilities outside the two major focuses. 



3.0 BACK TO NOW 

3.1 I don’t know whether women carers will rise up in the 2050s; nor that they will succeed if 
they do so. I would not bet on any big success. What can be predicted more confidently is that 
people looking back from the 2050s to the 1990s will regard our efforts now as blunderings in the 
dark, for some of the reasons outlined above. To gather a substantial amount of information 
about the lives of sample groups of people with disabilities and their carers is not very easy, but 
nor is it very difficult. It does not require a foreign grant-in-aid, nor a high-powered research 
team; 6 but it does require quite a strong motivation and determination to learn as much as 
possible, and for what is learnt to be reinvested in action that will generate further demands for 
knowledge. 7 In other fields of activity, people are constantly finding out detailed, intimate 
information about groups of other people. Business people find out what things people want to 
buy, how much they are willing to pay, what colours they prefer, and whether any sexy activity 
can be associated with the product. They are keenly motivated to find this information, because if 
they don’t find it they may lose their investment or be out of a job - whereas very few people in 
the rehabilitation field lose their jobs even if what they are offering may be based on largely 
mistaken views of their clients’ lives, or may be conceptually alien. Families who are arranging a 
marriage, or doing a deal over some cows, may make detailed enquiries about the other parties, 
or the location and clientele, because the results could have a deep impact on their lives. 
Unfortunately, one gets the impression in the disability field that practitioners are often keener to 
seek peer approval than client and community approval; and peer approval seldom depends on 
having a lot of knowledge of the lives of disabled people and their carers and companions. 

3.2 Information Approaches. The approach used above to look at what happened in the past, and 
what might happen in the future, is based on information understood in a broad, modern sense: 



6 A foreign grant, or too much methodological correctness, can sometimes be fatal. These thoughts reflect 
several years of disability action research in Northern Pakistan, starting with no trained researchers and no 
research grants, but with urgent practical needs to learn more about childhood disabilities and community 
resources to meet family and individual needs. The possibilities are discussed in M Miles (1991) Effective 
use of action-oriented studies in Pakistan. International. J. Rehab. Research 14: 25-35. 

7 A model of the research- > action- > research cycle, in the context of low-cost community-oriented disability 
services, is the work of MJ Thorbum and colleagues. Thorbum’s early job as a pathologist in Jamaica 
caused her to ask why so many babies died of easily preventable diseases. She looked for answers. The 
answers she found suggested new questions about practical measures to prevent disease and disability. These 
measures led to further questions about how to transfer knowledge and skills to more families; which 
methods of transfer worked best, for which parts of the population; in what circumstances this was so, and 
why; and what evidence there was for the effectiveness of any of the measures; and so on, testing hypotheses 
and reporting the results critically, until finally one sees the rare combination of 35 years of published work 
that is ‘science based in social action’. For references, see Medline, ERIC, etc, also ActionAid Disability 
News (1993) 4 (2) 33. and Thorbum & Marfo (eds) 1990 Practical Approaches. 
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